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Background:  Changing mortality in congenital heart disease (CHD) has resulted in a population of adult survivors in unprecedented numbers. 
Appropriate sub-specialized follow-up care of this medically vulnerable population has been historically poor. The condition specific electronic 
personal health record (PHR) has been effective in facilitating improved care for other vulnerable populations. We aimed to develop a PHR 
specifically for this unique population.
Methods:  Recently, we launched the first CHD specific PHR called FollowMyHeart™ (FMH). FMH is a web based, HIPAA compliant, secure PHR 
designed to provide adolescent and adult CHD patients and their healthcare providers access via password protected log in to cardiac and general 
medical information anytime, anywhere. Each patient enrolled in FMH can identify up to 4 providers who can view and enter information into the 
PHR and can give selective permission as to which providers can view what information. FMH, in addition to the general medical record section, 
features a heart module which contains a printable cardiac profile summary document and tabs with scanned or uploaded reports including 
electrocardiograms, pacemaker checks, clinic letters, echocardiograms, cardiac catheterizations, and past operative procedures. The heart module 
also links to pages with detailed CHD relevant information on emergencies, wellness, sexuality, contraception, and pregnancy. The patient resource 
page provides links to national CHD advocacy associations. With patient permission, FMH allows providers at different locations with different 
specialties to share vital health information.
Conclusion: By shifting the paradigm of care toward patient-centered health information technology, FMH aims to enhance engagement of 
adolescent and young adult CHD patients as they transition from pediatric to adult congenital cardiology care. In conclusion, the FMH PHR has been 
successfully developed. We are optimistic that it may facilitate patient autonomy, compliance, and knowledge of disease.
